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Abstract 
Mental disability is one of the most significant health problems facing Europe today. For example Statistics reveal that between 
20 and 40 percent of the Swedish population suffer from some forms of mental disease, ranging from grave psychoses to less 
serious anxiety and fear. This study has aimed to illuminate the experiences of relatives´ in terms of contacts with persons with 
mental disabilities. Eighteen tape-recorded interviews were conducted with close relatives of persons suffering from mental 
disabilities within the health care district of Umeå, Sweden. The results indicate that the daily lives guilt about not providing 
enough support for their relatives. In addition to feeling physically exhausted and worn out they felt as though they carried a 
large responsibility and lacked support and back-up in their daily life. 
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1. Introduction 
Persons with mental disability have gradually been transferred from institutional to public care in Sweden since 
the mid -1970s (Estroff 1989).This has resulted in extensive changes in psychiatric care, with a transition from 
psychiatric hospitals to country hospitals, nursing homes and group homes. This structural change was seen as a 
local-governmental “problem”, in that persons with mental disabilities have a great need for company, adapted 
activities and practice for improved functioning and skills (Topor 2001). 
Despite improved support for and coordination of persons with mental disability the psychiatric government 
investigation was quite critical, particularly with regard to shortages in coordination and responsibility. The 
concerns were related to different living forms, meeting places for activities and social fellowship, job rehabilitation 
adapted education, personal representatives and so on. Psychiatric reform in Sweden has resulted in a major part of 
the rehabilitation process and daily care of persons with mental disability passed on to relatives (SOU 1992:73). 
It has been estimated that between 20 and 40 percent of the Swedish population suffers from some sort of mental 
disability, ranging from psychosis to anxiety. Out of Sweden´s more than nine million people approximately 50,000 
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have been diagnosed with schizophrenia and 30,000-40,000 of them need help from society (Public Health Report 
2005.Epidemiologiskt Centrum, Socialstyrelsen 2005). 
Several tragic occurrences in recent years involving persons with mental disabilities have increased the focus on 
psychiatric care and the situation for the relatives of these individuals (Hedman Ahlström 2009). The ongoing 
restructuring of health- and medical care puts great demands and expectations on relatives. Important is that gainful 
employment increased among women between 1970 and 1990, subsequently decreasing. In 2005, the economic 
activity rate among women aged 20-64 was 80 percent and unemployment was at 4 percent. The rate of men`s 
gainful employment remained at the same level between 1970 and 1990. In 2005, men aged 20-64 had an economic 
activity rate of 86 percent and the unemployment rate was 5 percent (Official Statistics of Sweden 2006). A relative 
of a mentally disabled person is in a vulnerable position, confronted with both emotional and practical difficulties in 
their daily lives (Orhagen 1992, Östman 2000, Strauss.1992, Moberg 2005). Therefore it is important for relatives to 
be informed about being in an often educational situation when providing everyday support (Hertzberg, Ekman, 
Axelsson 2000). The design of this study involves using different fields of knowledge to accomplish this. 
1.1. Pedagogical considerations 
 
The restructuring of health- and medical care has placed great demands and expectations on relatives. A relative 
of a mentally disabled person is in a vulnerable position, confronted as they are with emotional, behavioral and 
knowledge-related challenges (Magnusson & Lutzen 1999, 2002). It is important therefore for relatives to provide 
knowledge, education and support in their daily lives and this project is designed in such a way that uses different 
fields of knowledge to accomplish this (Jeppson and Grassman 2003). Communication is an important pedagogical 
base (Pejlert 2000, 2001, Säljö 2000 and Engeström 1990). With the assistance of the knowledge and experiences 
that this study is expected to bring the intention is to improve the skills of relatives to act in a trustworthy and more 
flexible way in various situations involving with persons with mental disabilities .There is only minimal literature 
concerning pedagogical methods for knowledge mediation and learning in situations outside regular schools, and 
where there is a strong emotional connection and a dependency relationship between the persons. This study will 
provide valuable knowledge and experience concerning the use of network groups as a pedagogical model for 
learning and developing personnel competences and skills. These skills can help relatives in their contact with 
mental disabilities and also with authorities and health care personnel. The current study is a part of a larger project 
that presents relatives´ experiences in contacts with persons with mental disabilities, health care administrators, 
caregivers in the area of psychiatric care and social services 
The ongoing restructuring of the health service has increased expectations of relatives of persons with mental 
disabilities (Jansson 2001). Because they are confronted with emotional and knowledge-related difficulties, it 
therefore is important that relatives have knowledge, education and support in their daily lives. Adopting a new 
approach to the problem and seeing the problem from a new angle means that communication becomes an important 
pedagogical attempt (Berge 1997, 2000). The difficulty in communication and interaction between persons with 
mental disability and their relatives leads to a recovery process in which the teaching and development process takes 
place in different levels, both for person with the disability and their relatives (Östergren 1991). Individual 
development is going on in their world which means that teaching and development is an important aspect for the 
recovery process (Moxnes 1984, Säljö 2000). The process going on under the recovery is characterized by thinking 
and reflection which we can compare to activity theory. Activity theory focuses on the idea that people´s needs can 
change individually as well as in groups and that learning take place in social contexts (Engeström 1990).  
2.  Aim 
The aim of the present study is to illuminate relatives’ experiences of contacts with persons with mental 
disabilities. 
3. Method 
This study was conducted among the relatives of persons with mental disabilities within the health care district of 
Umeå, Sweden. Relatives living in the Umeå community (n=18) were recruited by advertisements in daily 
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newspapers. Potential participants were encouraged to the researcher (Anna-Britta Wilhelmsson) by telephone. 
Participants were informed about the study and two weeks later they received information about the study, including 
the aims and ethical aspects. Participants were also informed about their rights to terminate their participation any 
time without any consequences. 
The interviews (n=18) were conducted with the help of an answer guide .Found dates has transcription literally. 
Analysis of the qualitative date (interviews) was carried out with the help of a qualitative declaration of analysis 
(Graneheim & Lundman 2004). The qualitative declaration of analysis is an interpreting process that focuses on 
closed points and distinctions between different parts of the text. The interpreting process starts with the beginning 
of the sentence structure, is condensed first to ensure it confirms to a text near description, in the next step codes for 
at the next level form wonder categories and categories. 
Tape –record interviews were conducted between October 2005 and March 2006 with relatives who had agreed 
to participate in the study. The interviews focused on experiences communicating with persons with mental 
disability in daily life situations The interviews with relatives were carried out with the use of a question guide, The 
initial question for relatives was “ Can you tell me about your experiences of being a relative of a person with a 
mental disability” Data was transcribed word for word. 
3.1. Ethical standpoint  
 
In the first information meeting with relatives who had agreed to participate it was made clear that they could delay 
or discontinue their participation in the study at any time without any consequences or change in the care of their 
sick relative. All material collected from the interviews has been treated as correct and only researcher and the 
instructor have had access to it. Anonymity will be guaranteed for the individual according edit free from personal 
characteristic. The study was conducted in collaboration with the Relatives´ Association, the Psychiatric care units 
and health care administrators at the local hospital, and the Nursing, Psychiatry and Pedagogy departments at Umeå 
University in Sweden. The study is approved by the Ethics Review Committee of the Medical Faculty at Umeå 
University. 
4. Findings 
The results indicate that relatives are experiencing guilt in daily lives about not providing enough support for 
those with mental disability. In addition they had feelings of physical exhaustion and worn out as they carried a 
large responsibility and lacked support and back-up in their daily lives. 
 In this presentation below only two short typical examples from the interviews are presented. One relates to the 
respondents´ emotional experiences and the other to their experiences of behavioral difficulties. 
4.1. Emotional experiences 
 
One of the respondents, Olivia, is the mother of 48 year - old Kasper, who has been ill since he was 20 years old. 
He becomes ill following a divorce in the family then he became addicted to hashish. When expressing her feelings 
during that time Olivia claimed that she felt no complicity and had no view or control over the institutional care. She 
felt unwell after the divorce and deeply lonely. She says that as a relative you feel forsaken and abandoned and that 
nobody seems to care. She also felt that as a relative you have to make your own decisions even when you feel bad, 
and that she faces an unstable and unreliable future. Institutional care and non- institutional care hangs like a shadow 
over the family. 
4.2. Behavioral difficulties 
 
Peter´s mother in law has been ill for many years since being diagnosed with schizophrenia. Peter claims that he 
and his wife are constantly on-call which results in overwhelming tiredness, fatigue and bad temper. He feels that 
this situation influences the entire family situation and that even the children are affected because their grandmother 
sometimes suddenly behaves like a total stranger. Other respondents note their deep sense of responsibility and the 
lack of support which has led them to develop a feeling of being forsaken and decrepit.  
5. Conclusion 
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4. Findings 
5. Conclusion 
Relatives are in an exposed position because they are confronted with emotional experiences and the behavioral 
difficulties displayed by the person with mental disability. The Psychiatric reform in Sweden (Markström 2003) 
signifies that relatives partially take care of the rehabilitations process and the daily care of persons with mental 
disabilities. For many relatives this reform has implied that they are wholly responsible but without any clear 
guidelines. It is important to point out that relatives and the great work they are doing has been a focus in the 
political debate. The total number of relatives in Sweden today needing support in their daily life is a hidden statistic 
(Socialstyrelsen 2005 Public Health report). The connection with the public government has resulted in a new law 
from 2009 focused on increasing support to the relatives (Socialtjänstlagen 2001:453, 5 kap.10§).The expected and 
unexpected effects of the radical changes involving caring for persons with mental disabilities is not so far shown in 
scientific papers . In all countries it is a matter of quality to show how such changes develop the care and influences 
the situation both for persons with mental disabilities and their relatives.  
 
References 
Berge, B-M. (1997) Steering of teachers´ work-lessons from an action research project in Sweden. Teacher Education and Research in Umeå,2, 
7-22 
Berge, B-M. with Ve, H. (2000) Action Research for Gender Equity (London: Open University Press) 
Commission of the European Communities (2005) Improving the mental health of the population.Towards a strategy on mental health European 
Union. Green paper Commission of the European Communities. 
Engeström, Y, (1990) Learning, working and imagining. Helsinki: Orienta-konsultit. 
ISBN 951-95933-4-9 
Estroff,S. (1989) Self,identity and subjective experiences of schizphrenia: In search of the subject. Schizophrenia Bullentin, Vol 15, No 2,s189-
196 
Graneheim, U, & Lundman, B. (2004).Qualitative content analysis in nursing research: concepts, procedures and measures to achieve 
trustworthiness. Nurse Education Today. Feb 24 (2) 105-1. 
Hedman, - Ahlström.B (2009) Major depression and family´s way of living a long- term illness. Institute of Health and care Sciences at 
Sahlgrenska Academy, University of Gothenburg. 
ISBN 978-91-628-7668-5 
Hertzberg, A, Ekman, S, Axelsson, K. (2000) Staff activities and behaviour are the source of many feelings: relatives´interactions and 
relationships with staff in nursing homes. Dissertation, Department of Clinical Neuroscience, Occupational Therapy, and Eldery Care 
Research, Division of Geriatric Medicine, Karolinska Institute, Stockholm, Sweden.  
Jansson W. (2001) Family-based Dementia CareExperiences from the perspective of Spouuuses and Adult children. Dissertation, Department of 
Clinical Neuroscience, Occcupational Therapy and Elderly Care Research,Neurotec, Division of Geriatric epidemiology, karolinska 
institutet, and Stockholm Gerontology research Center, Stockholm , Sweden, 2001. 
Jeppson Grassman, E. (2003) Anhörigskapets uttrycksformer. Lund: Studentlitteratur, 
ISBN 91-44-02282-4. 
Moberg, Å.( 2005) Vara anhörig. Bokförlaget DN. ISBN 91-7588-573-5 
Magnusson, A. & Lützen, K. (1999) Intrusion into patient privacy: A moral concern in the home care of persons with chronic mental illness. 
Nursing Ethics, 6, s. 399-410. 
Magnusson, A, Lützen, K, & Severinsson, E. (2002) The influence of clinical supervision on ethical issues in home care of people with mental 
illness in Sweden. J Nursing Management, 10, s. 37-45. 
Markström,U. ( 2003) Den svenska psykiatrireformen. Akademisk avhandling, Institutionen för Socialt Arbete, Umeå universitet, Umeå. ISBN 
91-89140-26-5. 
Moxnes,P.(1984) Att lära och utvecklas i arbetsmiljön. Natur och kultur. ISBN 91-27-01187-9 
Orhagen, T (1992) Multifamily educational intervention in schizofrenia; Does it have any effect? Nordic Journal of Psychiatry, 46, s 3 –12. 
Pejlert, A. (2000) Leading a life with meaning and dignity in spite of suffering from long-term schizophrenia. Contributions of care. Dissertation, 
Department of Nursing, Umeå University, Umeå, Sweden. ISBN 91-7191-795. 
Pejlert, A. (2001) Being a parent of an adult son or doughter with severe illness receiving professional care: parent´s narratives. Health & Social 
Care in the Community, 9, 194-204. 
Regerings proposition 93-93:218 Ligger till grund för psykiatrireformen (SOU 1992:73 s 216) 
Socialtjänstlagen 2001:453 (5 kap.10§) 
Socialstyrelsen (2005) Public Health report. Epidemiologiskt Centrum. 
Stastistics of Sweden, (2006) Women and Men in Sweden 
Strauss,JS.(1992)The person with schizophrenia as a person. I:Werbart,A&Cullberg,J(red)Psychotherapy of schizophrenia: Facilitating and 
obstructive factors. Oslo: Scandinavian University Press 
Säljö, R.( 2000) Pedagogik i arbetslivet: Bokförlaget Prisma. ISBN 91-518-3728-5 
4900  Anna-Britta Wilhelmsson et al. / Procedia Social and Behavioral Sciences 2 (2010) 4896–4900 
Topor,A. (2001) Återhämtning från svåra psykiska störningar. Stockholm:  
Natur och kultur. ISBN 91-27-09151-1 
Östergren P-O. (1991) Psychosocial rescourses and health. With special reference to social network, social support and cardiovascular discease. 
Dissertation, Department of CommunityHealth Sciences, Lund University, Malmö, Sweden. 
Östman, M. (2000) Family Burden and participation in care. Dissertation, Department of clinical Neuroscience Division of Psychiatry, Lunds 
Universitet, Lund. ISBN 91-628-4492-x. 
